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Background: Attention-deficit/hyperactivity disorder (ADHD) is the most prevalent pediatric 
neurodevelopmental condition, commonly treated using pharmacological agents such as stimulant 
medicines. The use of these agents remains contentious, placing parents in a difficult position 
when deciding to initiate and/or continue their child's treatment. Parents refer to a range of 
information sources to assist with their treatment decision-making. This qualitative study aimed 
to investigate 1 ) parents' ADHD-related knowledge pre- and post-diagnosis, 2) the information 
sources accessed by parents, 3) whether parents' information needs were met post-diagnosis, 
and 4) parents' views about strategies to meet their information needs. 

Methods: Three focus groups (n=16 parents), each lasting 1.0-1.5 hours were conducted. 
Focus groups were audio-recorded and transcribed verbatim. Transcripts were analyzed using 
the framework method, coded, and categorized into themes. 

Results: Generally, parents had limited ADHD-related knowledge prior to their child's diagnosis 
and perceived prescription medicines indicated for ADHD in a negative context. Parents reported 
improved knowledge after their child's diagnosis; however, they expressed dissatisfaction with 
information that they accessed, which was often technical and not tailored to their child's needs. 
Verbal information sought from health care professionals was viewed to be reliable but gener- 
ally medicine-focused and not necessarily comprehensive. Parents identified a need for concise, 
tailored information about ADHD, the medicines used for its treatment, and changes to their 
child's medication needs with age. They also expressed a desire for increased availability of 
support groups and tools to assist them in sourcing information from health care professionals 
during consultations, such as question prompt lists. 

Conclusion: There are gaps in parents' knowledge about ADHD and its treatment, and an 
expressed need for tailored and reliable information. Future research needs to focus on providing 
parents with avenues to access concise, reliable, and relevant information and support in order 
to empower them to make the best treatment decision for their child. 
Keywords: information needs, question prompt list 

Introduction 

Attention-deficit hyperactivity disorder (ADHD) was first identified over 100 years 
ago and was initially described as "hyperactivity" or the "hyperkinetic disorder of 
childhood".' Today, this pediatric disorder is considered to be the most prevalent 
neurodevelopmental condition^'^ affecting between 3% and 7% of school-aged 
children.'' Affected children commonly display symptoms of inattention, hyperactivity, 
or impulsivity,^ '' which can impede their academic^ ' and social progress*-' as well as 
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strain family dynamics."' Siblings of affected children can 
feel victimized or intimidated by the child's behaviors, while 
parents can find the condition emotionally taxing and time- 
consuming to deal with. ' ' Parents of children with ADHD 
commonly have high levels of stress and depression, placing 
additional strain on family relationships." Approximately 
50% of affected children will continue to experience such 
difficulties into adolescence, and of these, 30%-60% will 
continue to have impairing symptoms as adults." '^ 

The current approach to treatment is multifaceted, 
addressing symptom control through the use of medications 
and psychological interventions as well as behavioral and 
educational strategies in order to minimize the potential 
long-term impacts of the disorder. The strongest evidence 
for improvement of ADHD symptoms is presented for pre- 
scription medications, which are effective for approximately 
80% of users.'' Today, the prescribed medications for 
ADHD belong to two main categories; stimulants and non- 
stimulants." Stimulant medications such as methylphenidate 
are considered to be first-line pharmacological treatment for 
ADHD,'^~" while non-stimulant medications such as atom- 
oxetine are reserved for use if a trial of stimulant medications 
yields no response or causes side effects." 

Despite the extensive research conducted ensuring their 
efficacy and safety, stimulant medications are the most 
contentious of the available treatment options.^"'^' Media 
reports often portray these medications in a negative light, by 
raising concerns about side effects, potential for addiction, 
and questioning the appropriateness of medicating young 
children with these agents. This arouses negative public 
opinion and gives rise to stigmatizing attitudes towards the 
use of stimulant medications for ADHD treatment.^^'^' Parents 
of affected children are consequently faced with a dilemma 
regarding whether or not to medicate their child,^* as media 
portrayals of stimulant medications often conflict with the 
advice and information given to them by health care profes- 
sionals (HCPs) involved in their child's care.^' 

Therefore, it is critical that parents have access to appro- 
priate sources of information in order to clarify any misunder- 
standings and address any concerns they may have about the 
use of prescription medications for ADHD. Access to reliable 
information helps parents cope with their child's illness and 
regain a sense of control. ^'^^ Information also allows parents 
to feel more involved in the management of their child's 
condition, play an empowered role in treatment decisions 
made, and respond to their child's questions while providing 
reassurance. A recent study conducted to determine 
parental sources of ADHD-related information highlighted 



that parents rely mostly on HCPs, such as pediatricians and 
general practitioners (GPs), for information but also on writ- 
ten sources of information.^" 

The aim of the current study was to examine the informa- 
tion needs of parents of children diagnosed with ADHD, as 
this area has not been clearly elucidated, particularly from 
an Australian perspective. Specifically, we investigated the 
following: 1) parents' ADHD-related knowledge pre- and 
post-diagnosis; 2) the information sources accessed by 
parents, including their merits and drawbacks; 3) whether 
parents' information needs were met post-diagnosis; and 
4) parents' views about strategies to meet their current and 
future information needs. It was the intention of the research- 
ers to provide more insight into this area by building upon 
the findings of previous quantitative work and to identify 
where the concerns of Australian parents overlapped with or 
diverged from those from an international context. 

Methods 

Focus groups 

A qualitative method, namely focus groups, was used in 
an attempt to gain more detailed insight' ' into the parents' 
information needs and to build upon previous work in this 
area.'° A focus group is best described as a group interview 
which relies on participant communication for the generation 
of rich data. During focus groups, participants are encouraged 
by the facilitator to speak to one another and to compare and 
contrast their experiences, anecdotes, and points of view. 
In this way, focus groups help not only to elicit people's 
knowledge about a particular topic but also how and why 
they arrived at this understanding. The findings presented 
in this paper are part of a broader investigation which also 
examined factors influencing parents' adherence to pharma- 
cotherapy for ADHD. 

Study participants 

Inclusion criteria 

Parents were eligible to participate in the study provided that 

1 ) their child had been diagnosed with ADHD by a clinician; 

2) their child was currently taking or had (within the previous 
6 months) taken one of the prescription medicines meth- 
ylphenidate, dexamphetamine, or atomoxetine for ADHD; 
and 3) they were able to participate in the study without the 
assistance of a translator. 

Recruitment 

Parents were recruited from three separate geographic 
regions of the Sydney metropolitan area by a market research 
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company (using their own databases of consumers) following 
approval from the Human Research Ethics Committee at 
The University of Sydney. Eighteen eligible parents were 
recruited, with 1 6 participating in the study. Each parent was 
reimbursed 70 AUD for their time and travel expenses. 

Data collection 

The focus groups were conducted in venues commonly 
used for focus groups, arranged by the recruitment agency 
and which were located in the three urban geographic 
areas from which the parents were initially recruited. All 
16 parents provided written consent for participating in 
the focus groups and completed a demographic question- 
naire about themselves and their child(ren) with ADHD. 
Participant confidentiality was stressed by the research- 
ers, with the assurance that no demographic information 
would be collected on audio recordings and that all of the 
questionnaires and focus-group transcripts would be coded 
(ie, that no participant names would appear during any stage 
of data analysis). 

The focus groups were facilitated by one of the research- 
ers (PA) experienced in conducting focus groups, and each 
lasted approximately 1 .0-1 .5 hours. Discussions were guided 
by a focus-group guide, developed to address the study objec- 
tives (available from the authors on request) and were audio 
recorded with permission from all participants. Focus-group 
questions were open-ended to encourage elaboration from the 
participants. The focus groups were conducted until a point 
of saturation" was observed in the data collected, which was 
at the conclusion of the third focus group. 

Data analysis 

Parents' focus-group responses were analyzed by two of the 
researchers independently, using the framework method of 
analysis" and by adopting an inductive approach. The first 
stage of this analysis involved familiarization with the data 
by listening to the recordings of each focus group several 
times in their entirety. These recordings were then transcribed 
verbatim, and the transcripts also examined multiple times 
while simultaneously listening to the recordings to ensure 
accuracy of the transcribing process. During this time, hand- 
written notes were made of the major themes emerging from 
the data, and parents' responses were compared to identify 
the level of agreement or disagreement within the data. The 
identified themes were discussed amongst three of the study 
authors (RA, JB, and PA) to establish the characteristics of 
each theme and resolve any initial differences in the identi- 
fication or allocation of major and minor themes. 



Once agreement about thematic identification and 
definition was reached, a thematic framework was developed 
with the assistance of the NVivo*9 (QSR International, 
Doncaster, VIC, Australia) qualitative data analysis software 
to encompass the major themes in the data and their related 
subtopics. Parent responses were then coded according to 
these major and minor themes. The identified themes and 
the related codes assigned to parent statements were again 
discussed amongst the study authors (RA, JB, and PA) to 
ensure consensus. 

A total of three major themes and six subthemes relating to 
parents' information needs were identified in the data from the 
three focus groups. The remaining themes identified during data 
analysis focused on the factors influencing parents' decisions 
to adhere to pharmacotherapy for their children, and these are 
discussed elsewhere.^^ Categorized information was summa- 
rized for all three focus groups, and verbatim quotations were 
selected to reflect the consensus of the participants following 
discussion amongst the study authors (RA, JB, and PA). 

Results 

Sixteen parents participated in the three focus groups 
(Table 1). The majority of the participants were male (56%) 

Table I Characteristics of focus group participants 



Age (missing data =3), years 

Range 32-55 

Median 43 

Sex, n 

Male 9 

Female 7 

Relationship status (missing data =2), n 

Single parent I 

Married parent 9 

Separated parent 3 

Foster parent I 

Highest education level, n 

Primary education 0 

Secondary education 6 

Tertiary education 7 

Other 3 

Joint household income, AUD 

0-6,000 I 

6,001-37,000 I 

37,001-80,000 4 

80,001-180,000 7 

> 1 80,000 3 

Child's age at diagnosis (missing data =1), years 

3^ 5 

5-6 2 

7-8 2 

9-10 3 

11-12 3 
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and were the biological parents (85%) of a child diagnosed 
with ADHD. 

Three major themes regarding parents' ADHD-related 
information were identified from the data: 1) parental ADHD 
knowledge, 2) parental information sources, and 3) parental 
information needs. The parents in this study appeared to have 
generally limited and negative knowledge about ADHD prior 
to their child's diagnosis. Although their knowledge improved 
with time, many expressed dissatisfaction with the information 
they accessed, as it was technical and not tailored to the needs 
of their child. Most of the parents sourced verbal information 
ixom clinicians that focused on ADHD medications rather than 
the condition itself Parents expressed a desire for concise, 
tailored information about ADHD, its medicines, and changes 
to their child's medication needs with age. They requested 
increased availability of support groups and tools to assist 
them in sourcing information from HCPs during consultations, 
such as question prompt lists (QPLs). The identified themes 
and subthemes are explored in greater detail below. 

Theme I - parental ADHD knowledge 

Prior to their child's diagnosis, the majority of parents 
expressed that they had very limited knowledge of ADHD. 
Most parents had heard about ADHD and the medication 
methylphenidate (Ritalin®; Novartis International AG, Basel, 
Switzerland) through media sources, although this coverage 
was generally negative: "I've mainly heard about bad effects 
of the drugs and how children are affected" (Focus Group 
[FG] 1, Participant Male [M] 2). 

Other parents indicated that family members or friends 
had raised their awareness about the condition by informing 
them about the possibility of their child having ADHD. Some 
parents worked in health-care-related fields and were familiar 
with the condition and its treatments, while one parent knew 
about the disorder through personal experience, having 
been affected by ADHD during childhood. Another parent 
indicated that his initial perception about ADHD was that "it 
[ADHD] was something that was just invented to keep doc- 
tors and pharmacists floating along pretty well" (FG3, M2) 
and was skeptical about it being an actual condition. 

Generally, parents' ADHD-related knowledge improved 
following their child's diagnosis and stemmed from a desire 
to be confident about their child's diagnosis: "I did enough 
research to satisfy myself that I needed to accept what I was 
being told" (FG3, M2). However, some expressed feeling 
confused or frustrated by the information they received or 
accessed and were apprehensive about making treatment 
decisions as a result. 



Theme 2 - parental Information sources 

Sources of information 

The majority of the parents' primary source of ADHD-related 
information was the diagnosing HCP (ie, GP, pediatrician, or 
child psychologist/psychiatrist). This information was gener- 
ally verbal. None of the parents received written information 
from the HCPs during consultations, although many sought 
such written information from the Internet: "I always go to the 
web and print out this [medicine information leaflet] because 
I like to know what [my child] is taking" (FGl, F3). 

Books were another source of written information for 
parents. Some parents also revealed that personnel from 
their children's schools were able to provide them with 
information and support. Interestingly, no parent mentioned 
pharmacists as their source of medicine information. Overall, 
not all parents found their information sources to be satis- 
factory or comprehensive enough for their purposes: "I've 
done enough research to know that there is not enough in the 
information" (FG2, F2). 

Information covered 

There was a general consensus amongst the parents that the 
information they received from HCPs or from sources such 
as the Internet were not comprehensive and did not address 
all of their concerns: "... [information provided by HCP] 
wasn't a great deal to be honesf ' (FG2, F3). 

The verbal information parents received from HCPs was 
mostly focused on the medications, including doses and side 
effects, rather than the condition itself. Parents sourced infor- 
mation from the Internet that was mostly about the experi- 
ences of other parents with children affected by ADHD and 
the availability of support services for parents. 

Problems with information accessed 

Parents noted numerous problems with the information they 
accessed. With regards to the verbal information from HCPs, 
parents explained that it was too brief ("... it was never 
enough. It opened up more questions than answers" [FGI, 
Ml]) and that they often felt that the doctor was not willing 
to take the time to explain things with greater detail and 
clarity: "I would love to [tell the doctor] 'the questions I can't 
answer myself regarding my son are such and such, talk me 
through it'- I don't believe they do" (FG2, Ml). Parents 
expressed that some HCPs not only lacked the time but also 
the specialized knowledge to answer their ADHD-related 
questions: "... our GP wasn't familiar, wasn't confident to 
treat [ADHD]" (FG2, M6). Parents also felt frustrated by the 
conflicting advice given to them by different HCPs: "We've 
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gone to a few doctors and you get a different conflicting story 
each time" (FGl, Ml), which in turn affected the level of 
trust the parents had in these HCPs. 

Information sought from the Internet was deemed by 
parents to be too excessive ("...when you have too much 
information, it's very hard for you to make an easy decision" 
[FGl, F4]), technical ("... when you look at these informa- 
tion leaflets, it can sort of throw you a little bit" [FGl, F2]), 
and most importantly, not tailored to their child's specific 
needs ("The trouble I have is ... this is all great infor- 
mation . . . though ... I would sit here . . . and say where does 
my kid fit in?" [FG2, Ml]). Negative information surrounding 
medication side effects sought from the Internet and from 
HCPs was off-putting for many parents: "... the warnings . . . 
from the doctor . . . kind of freaks you out a bit" (FGl, F3), 
as this conflicted with the sense of urgency their HCPs had 
towards medicating the child: "You just get a diagnosis, you 
know [the child] needs [medications], but here's all the nega- 
tives about the medication" (FGl, F3). Certain information 
leaflets and websites were perceived to be biased by some 
parents if they were produced or funded by pharmaceutical 
companies and were consequently avoided or approached 
with caution: ". . .you're not quite sure what's driving people 
and whose line they're pushing" (FG3, M2). 

Theme 3 - parental information needs 

ADHD information 

Parents were very vocal about the type of information they 
would like to access to address their information needs. There 
was strong consensus amongst the parents with regards to 
wanting access to information in the form of recounts of 
real-life experiences of other parents with children affected 
by ADHD: "... real information about what kids were going 
through, rather than just the technical terms" (FGl , F3). They 
felt that information of this nature would be easier to relate 
to and that these experiences could ultimately guide them in 
dealing with their child's disorder and medicine-taking. 

On the flipside, the parents also desired greater information 
about the biological aspects and causes of the disorder that was 
delivered clearly without the use of too much technical jargon: 
"The fact that there is an actual clinical reason why [ADHD 
develops] ... I think should be put out there more" (FGl, Fl). 
For several parents who did have knowledge about the biological 
origins of the disorder, it was easier for them to appreciate how 
medications were going to help the child: "I had no problem 
putting him onto medication because [the biological causes 
of ADHD were] explained to me" (FGl, Fl), whereas parents 
lacking this knowledge had difficulty accepting medications. 



Parents also wanted access to information about adults 
who were affected by ADHD as children, especially those 
who used medications to treat their condition, and how their 
life has been affected, whether positively or negatively, as a 
consequence: "... research about the perspective of the drug 
user from the past" (FG3, Fl). This long-term outlook was 
also reflected in the desire for parents to have more infor- 
mation about the long-term side effects of the medications, 
particularly their frequency and severity. Many parents were 
unsure of the duration of their child's treatment and ques- 
tioned whether any changes need to be made to their treatment 
approach with age, especially towards adolescence: "... [the 
affected children] always want to know ... is there going 
to be an end to this [medicine-taking] or is this forever?" 
(FG1,F1). 

Another point raised by the parents was the need for more 
information about their role as parents in the management 
of their child's ADHD ("I need to be confronted as a parent 
and be told what I need to do in an area that I don't have 
any expertise" [FG3, M2]) and how to monitor their child's 
progress ("I just simply don't know . . . what I should be or 
shouldn't be flagging or diarising or charting. We don't appear 
to have any information on that" [FG3, M2]). A desire for 
easy-to-access, updated information was also expressed by 
the parents ("... centralising the information so everybody 
can be on the same page very quickly" [FG3, M2]), and 
the parents' general preference was for written information 
such as leaflets and pamphlets in conjunction with verbal 
information from HCPs. 

Support groups and skill development 

In addition to the above ADHD-related information, parents 
expressed a need for access to services which would allow 
them to develop skills and techniques that would assist in the 
management of their child's condition. Parents suggested 
that the diagnosing HCP should refer them to support groups 
to allow them to witness first-hand what other parents were 
going through, particularly with regards to the impacts of 
medicating or not medicating the affected child: "If you had 
a problem, I reckon that support groups would be more help 
than any books or pamphlets" (FGl, Ml). There was also 
a strong desire amongst parents to be taught strategies they 
could use to identify and deal with their child's mood swings 
as well as general home practices to help them respond to the 
child's needs in general: "I would like to see a little bit of 
action regarding positive identification of mood swings, what 
to do in certain situations" (FG2, Ml). Parents wanted help 
in setting tailored goals for their child to allow them to gauge 
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their child's progress: "... having some goals or objectives 
that I should be looking for at certain points, nailed down to 
my son's particular situation" (FG3, M2). 

Parents also wanted guidance about other issues following 
their child's diagnosis, including whether or not they needed 
to contact and inform certain personnel in the child's school 
or in the education department about their child's condition: 
"When your son or daughter is diagnosed . . . you go to school, 
you tell the special needs teachers . . . make applications with 
the education department, all that sort of stuff . . . you just 
don't think of it really" (FGl, Ml). One parent felt that this 
should be the responsibility of the diagnosing HCP: "I think 
it's up to [the doctor] to follow [diagnosis] through ... to send 
[information] through to the [child's] teacher [addressing] 
specific questions" (FGl, Ml). 

Question prompt lists 

During the first focus-group session, parents suggested an 
idea of having a list of questions to take in with them dur- 
ing consultations as a way of addressing their desire for 
written information tailored to their child's needs: "I really 
like the idea of having a list of questions ..." (FGl, M2). In 
the literature, this tool is best described as a QPL, and this 
idea was well received during the initial focus group and in 
subsequent focus groups when parents were questioned 
about their thoughts about such a resource. Parents described 
that by taking a tailored list of questions with them during 
consultations with HCPs, they would be able to obtain rel- 
evant information from the HCP without being overloaded 
by information: "When you get the information overload, at 
first you are in shock . . . That [QPL] would be good" (FGl, 
F2). The parents also felt that by having this list, they would 
be able to address their concerns more effectively, without 
forgetting to ask any potentially important questions. The 
list would also allow them to write down the answers to their 
questions, and this written information could be kept by the 
parents for future reference and in the case that they forgot 
any verbal information given to them by the HCP: "... it 
would be so convenient to have that" (FG2, Ml). 

Discussion 

Although previous quantitative work has been conducted 
examining parents' views about sources of information and 
their information needs,'" there remained a need for more in- 
depth investigation in this area through qualitative inquiry. This 
study builds on the findings of such studies by providing further 
insight into and a richer understanding of the specific prefer- 
ences and needs of parents, thereby addressing this gap in the 



literature. Further, this is the first study to identify the concept of 
a QPL as a potentially important and usefiil strategy in address- 
ing the ADHD-related information needs of parents. 

Parents' knowledge of ADHD prior to their child's diagno- 
sis was mostly confined to an awareness of methylphenidate 
(Ritalin*) gained through negative media reports and public 
opinion. This finding is consistent with previous studies which 
reveal that members of the public are not well informed about 
ADHD or its medicines and that the information that they do 
have is generally negative.'" Public knowledge and individuals' 
opinions about ADHD are complex issues, which have been 
shown in previous work to be dependent upon ethnicity, age, 
and sex, for example.'" What is apparent, however, is that there 
is a level of public resistance to a biomedical conceptualization 
of ADHD and consequently, its treatment using medications." 
It is this resistance that either encourages or is encouraged by 
negative media reports which, when coupled with minimal or 
inadequate public awareness about ADHD, gives rise to misin- 
formation about the disorder and its treatments. Although the 
parents' ADHD-related knowledge improved following their 
child's diagnosis, many parents expressed dissatisfaction with 
the information sources they accessed and vocalized a feeling 
of overall confusion with the information obtained from them, 
a notion not identified in previous quantitative work. 

The majority of the parents in this study accessed 
multiple sources of information about ADHD, highlighting 
the extent of parents' desire for information. The primary 
source of information for the parents was the diagnosing 
HCP, including GPs, pediatricians, and child psycholo- 
gists, which is consistent with the findings of previous 
research.'" Further to these findings, however, were the 
specific concerns expressed by the parents in this study 
about the nature of the information sourced from these 
HCPs. Verbal information from some HCPs was viewed to 
be too brief, incomprehensive, and at times, contradicted 
with information issued by other HCPs. It is interesting 
to note that despite HCPs being a common source of 
information for the parents in this study, they were not 
necessarily perceived to provide relevant information. 
These findings are in contrast to those of previous work, 
where HCPs were deemed to be both the most commonly 
accessed and most easy to understand information source.'" 
A potential justification for this point of difference is that 
the qualitative nature of this work allowed parents to voice 
concerns in a more in-depth and open fashion, as opposed 
to the use of surveys observed in the latter study, which 
may have restricted parents' ability to discuss the specifics 
of their interactions with HCPs. Thus, the fact that HCPs 
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are a popular source of information for parents does not 
discount from the fact that their approach to information 
delivery may require improvement. 

This finding is corroborated by previous studies of other 
chronic conditions which reveal low parental satisfaction with 
the quality of information issued by HCPs,^' " and an inability 
of some HCPs to adequately communicate information." 
Ideally, the information sourced from the HCP should be 
clear and reliable. However, parents often receive inaccu- 
rate information, insufficient or excessive information, and 
information that is not in line with their specific concerns.'* 
Such inadequacy in communication between parents and 
clinicians can ultimately lead to misconceptions about the 
condition, inability to express treatment preferences, and poor 
adherence to treatment programs." The observed disparity 
between the amount, quality, and consistency of information 
desired by parents and that delivered to them can be attributed 
to several factors. Studies highlight that HCPs often do not 
meet the information needs of parents as they underestimate 
the parent's desire for information, have limited consulta- 
tion times, and may lack the appropriate knowledge of a 
particular condition."-'^ 

Information sourced from the Internet also had its 
drawbacks, with the main parental concern being the exces- 
sive amount of information available to them, in addition 
to concerns about the reliability of this information. This 
is consistent with the findings of a previous study which 
highlights that while parents may use the Internet to find 
information, they do not necessarily trust this information.'" 
Information found on the Internet was also perceived to be 
too general and did not address the specific concerns of 
parents in this study. 

The specific information needs as expressed by the par- 
ents in this study provide avenues for future research. Parents 
strongly supported the idea of having access to information 
to which they could more easily relate, for example real-life 
experiences of other families in the same situation. As the 
information that parents sourced from HCPs was mostly 
focused on the medications used to treat ADHD, parents also 
wanted more information about the biological causes of the 
disorder, as this was not clear for many parents, particularly 
those who questioned whether their parenting skills played 
a role in their child's development of the disorder. 

Parents also requested more information about their role 
as parents in the management of their child's ADHD, rein- 
forcing the understanding that the management of ADHD 
is complex and multifaceted, not only involving medica- 
tions, but also behavioral and educational interventions 



and strategies. This finding is in line with previous work 
concerning parents of children with ADHD'" and learning 
disabilities." In addition to this, the parents in the present 
study also expressed a strong need for access to support 
groups to which they can be referred by their HCPs, as many 
expressed that they had great difficulty in locating such ser- 
vices on their own. This interest in the experiences and first- 
hand knowledge of other parents also reinforces the notion 
that parents expect information provision to be a continuous, 
personalized process rather than a one-off event.^* '' 

Overall, in this study, parents expressed a preference 
for written information such as leaflets and pamphlets to 
be used alongside verbal information from HCPs. This is 
supported by previous work, which revealed that 80% of 
parents would like to access ADHD information in written 
form and that 77% would like verbal information.'" The 
qualitative nature of this investigation, however, permitted a 
more in-depth examination of parents' specific requests about 
the nature of the written information they wished to receive. 
A unique finding of this investigation was parents' interest 
in the concept of a QPL as a written resource to allow them 
to obtain relevant information from HCPs. 

The use of QPLs is a relatively novel approach devised 
to assist patients in shared decision-making processes with 
their HCPs. QPLs contain a structured list of questions 
that patients may choose to ask their physician about their 
illness and its treatment, and have been shown to enhance 
physician-patient communication.'*" '" Questions are usually 
derived from the analyses of physician-patient interactions 
and/or focus groups with both parties."' Traditionally, the 
tool has been used in oncology care settings and has proven 
to be an inexpensive and effective facilitator for communi- 
cation during consultations.''^*' In this setting, QPLs have 
been shown to increase the number of questions asked by 
both patients and their caregivers, particularly about difficult 
topics such as prognosis, without increasing anxiety.'" QPLs 
also give patients or their carers ideas about questions to ask 
during consultations, which is especially useful for those 
receiving a new diagnosis and who may lack basic under- 
standing of the condition and its treatment. Importantly, 
QPLs allow patients to have control over the information they 
receive from the clinician (ie, they can direct the focus of 
information provision). Furthermore, a recent meta-analysis 
comparing decision support tools concluded that QPLs are 
at least as effective, far cheaper, and more acceptable as 
decision aids."" 

The concept of QPLs has been utilized in a range of other 
diseases, including diabetes and with parents of children 
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with neurological problems, and may thus prove useful in 
empowering parents of children with ADHD to source relevant 
information from their child's clinician. Utilizing this tool 
would assist in addressing the inability of parents to ask the 
right questions during consultations^' and their desire to use 
written resources as a prompt for communication with their 
child's HCP." As HCPs are a popular source of information 
for parents, the use of a QPL has the potential to facilitate 
better communication and improve parental understanding of 
verbal information. Importantly, this list of questions would 
ensure that parents are obtaining their information from a 
reliable source while at the same time allowing parents to 
access information that is relevant to the needs of their child 
at a specific point in time. This may help to minimize the dif- 
ficulty and ambivalence parents commonly experience when 
gathering information about treatments'^ '*' and empower them 
to play a more active role in their child's health. 

Limitations 

The findings of this investigation should be viewed in light 
of certain limitations. Firstly, the qualitative nature of this 
study means that no specific hypotheses were formulated 
and tested. Rather, the researchers' use of a qualitative 
approach was intended to allow for more in-depth insight""" 
into parents' opinions about their first-hand experiences with 
ADHD and their information needs, while building upon the 
findings of previous quantitative work. Considering that this 
area of investigation remains underreported and not well 
understood, especially from an Australian perspective, this 
qualitative approach in many ways was the most rigorous and 
appropriate way to establish insights into this topic.*' This 
is demonstrated in the novel findings of the current study, 
including parents' strong support for the development of tools 
such as QPLs to help them meet their information needs, 
which may have otherwise been difficult to elicit. Therefore, 
although this qualitative investigation may not be generaliz- 
able to the entire population, the rich data collected can be 
used as the basis of future quantitative investigations. For 
example, the findings of this exploratory study can be used 
to develop interventions targeted at parents of children with 
ADHD to promote access to information and address issues 
surrounding suboptimal adherence to therapy.'' '*^ 

The intentional decision to use focus groups in favor of 
interviews was made in anticipation that the parents' ability 
to relate to or contrast with the experiences of other parents 
would stimulate discussion and encourage participants to 
voice their opinions. Care was taken by the focus group 
facilitator to ensure that each parent was able to contribute 



to the same extent as other potentially more vocal parents 
during the discussions. 

The parents involved in this study were recruited from 
metropolitan Sydney areas only, which may affect the general- 
izability of the study findings to other populations. In addition, 
only a small number of participants (n=16) were needed to 
reach data saturation. Although the findings of this qualitative 
study are not necessarily intended to be generalized to the entire 
population, there was a strong level of agreement between 
the findings of the present study and those conducted previ- 
ously, supporting their relevance to this area of the literature. 

Conclusion 

Exploring parents' information needs more broadly and using 
a qualitative approach provided a more in-depth understanding 
of their specific needs and preferences and built upon the find- 
ings of previous quantitative studies. Most parents in this study 
obtained information from multiple sources, including verbal 
information from HCPs and written information as found in 
books and on the Internet. The parents highlighted that there 
are flaws with each source and that they often feh unsupported 
and isolated as a consequence of not being able to access 
appropriate information for their purposes. The novel concept 
of a QPL for ADHD was a well-received parental suggestion, 
with parents expressing that it would help them obtain relevant 
information from a reliable source that could be updated with 
time. The development and testing of this tool is the next phase 
of this research. It is essential that fiature research focuses on 
providing parents with alternative avenues to access relevant 
and reliable information and support in order to empower 
parents to make the best decision for their child. 
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